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- Ondewentilation: A Warning 
u 

WARNING to all who were weaned from an iron 
lung back in the 1950's. If you have trouble - 
sleeping, morning headaches, and feel tired and 
uhjoyous, show this article to your physician. 

By Richard L. Weiler, Columbia, MO 
(Polio survivor) 

Central Alveolar Hypoventilation Syndrome - my 
doctor's description of a condition which was 
slowly destroying me and of which I was alarm- 
ingly ignorant. 

I am a polio survivor (1955) who relied on me- 
chanical ventilation for approximately a year 
after the disease struck, six weeks in an iron 
lung and the remainder of the time in a chest 
cuirass or shell and a rocking bed. After 
this, it was decided that I could breathe ade- 
quately without mechanical ventilation and, at 
the age of sixteen, I began to cope with the 
severe paralysis which remained, a process 
which has taken a lifetime. 

After six months at the Georgia Warm Springs 
Foundation, I returned home to Nebraska to com- 
plete high school. After that, college and law 
school at the University of Missouri, Columbia. 
Since 1968, I have been employe& by the State 
of Missouri, currently with the Attorney Gen- 
eral's off ice. 

It is hard to remember when the first symptoms 
of breathing difficulties began to appear, but 
it was well before any public discussion of 
"post-polio syndrome." I began to experience 
difficulty in sleeping at night, I started hav- 
ing vivid dreams and sometimes nightmares, and 
I seemed to wake up of ten. This, of course, 
led to fatigue during the day. 

(continued on page 2) 



Underventilation: A Warning 
(continued from page 1) I 
S i x  y e a r s  ago ,  my l o c a l  d o c t o r  be- 
came c o n c e r n e d  a b o u t  c o n t i n u e d  h i g h  1 

F i n a l l y ,  i n  t h e  f a l l  o f  1987,  a  
d o c t o r  s u g g e s t e d  a s l e e p  t es t .  R e -  
s u l t s  i n d i c a t e d  t h a t  t h e  symptoms 
were c a u s e d  by a  c a r b o n  d i o x i d e  
b u i l d u p  b e c a u s e  o f  i n a d e q u a t e  ven- 
t i l a t i o n  a t  n i g h t .  The d o c t o r  r e c -  
ommended a r e t u r n  t o  t h e  i r o n  lung  
a t  n i g h t .  H e  s u g g e s t e d  t h a t  day-  
t ime u s e  migh t  b e  n e c e s s a r y  a l s o  i n  
t h e  f u t u r e .  

- 
blood p r e s s u r e  r e a d i n g s  and I 
s t a r t e d  t a k i n g  b lood  p r e s s u r e  medi- 
c a t i o n .  Approx ima te ly  f o u r  y e a r s  
ago ,  I woke up i n  t h e  midd le  of  t h e  
n i g h t  w i t h  a t remendous  a c h e  i n  my 
c h e s t  a n d ' s t a b b i n g  p a i n s  down t h e  
l e f t  arm. F e a r i n g  a h e a r t  a t t a c k ,  
I was r u s h e d  i n t o  t h e  emergency 
room of  t h e  l o c a l  h o s p i t a l .  T e s t s  
d i s c l o s e d  no damage t o  t h e  h e a r t  
b u t  my b r e a t h i n g  d i f f i c u l t i e s  a t  
n i g h t  were n o t i c e d .  Upon my p h y s i -  
c i a n ' s  a d v i c e ,  I s t a r t e d  u s i n g  t h e  
c h e s t  c u i r a s s  or  s h e l l  f o r  b r e a t h -  
i n g  a s s i s t a n c e  a t  n i g h t .  

Al though t h e  c h e s t  s h e l l  p r o v i d e d  
some r e l i e f  f o r  t h e  n e x t  s e v e r a l  
y e a r s ,  t h e  p rob lem s t a r t e d  accumu- 
l a t i n g  a g a i n .  My s l e e p  p a t t e r n s  
became v e r y  e r r a t i c  ( I  would s l e e p  
h e a v i l y  f o r  a n  h o u r  o r  two and t h e n  
spend t h e  rest  of t h e  n i g h t  awake 
o r  i n  a s h a l l o w  dream s t a g e ) ,  I had 
morning h e a d a c h e s ,  t i r e d n e s s  d u r i n g  
t h e  day  ( a t  times I c o u l d  n o t  keep  
my e y e s  o p e n ) ,  and  a t  times I was 
n o t  m e n t a l l y  a l e r t .  S i n u s  c o n d i -  
t i o n s  f rom a l l e r g i e s  a g g r a v a t e d  t h e  
c o n d i t i o n  and made l i f e  m i s e r a b l e .  
A t  t i m e s  I would be  s o  t i r e d  a t  t h e  
end of t h e  day t h a t  I c o u l d  b a r e l y  
speak  a u d i b l y .  

T h i s  was a r e a l  shock f o r  m e .  My 
h e a l t h  had r e a c h e d  a  p o i n t  where 
c o n t i n u e d  employment seemed i n  
j eopa rdy .  Now t h e  d o c t o r  was 
t e l l i n g  m e  t h a t  t h e  c u r e  migh t  a l s o  
make i t  i m p o s s i b l e  t o  c o n t i n u e  em- 
ployment .  I d e c i d e d  t o  s e e k  a  sec -  
ond o p i n i o n  from someone more 
knowledgeable  on p o s t - p o l i o  p r o &  

, 

P o l i o  Network N e w s  2 

lems. A f t e r  s o l i c i t i n g  i n f o r m a t i o n  
from v a r i o u s  s o u r c e s  a v a i l a b l e  t o  
me, I d e c i d e d  t o  c o n t a c t  D r .  Oscar  
S c h w a r t z ,  a  p u l m o n o l o g i s t  i n  S t .  
Lou i s .  D r .  Schwar tz  c a l l e d  me t o  
d i s c u s s  my c o n d i t i o n  and fo l lowed 
up w i t h  a  l e t t e r .  A s  a  r e s u l t ,  I 
checked i n t o  a h o s p i t a l  i n  St. 
Louis  i n  e a r l y  December, 1987. 

- -  > - 

I have  h e a r d  w e i g h t  l i f t e r s  s a y  "no 
p a i n ,  no g a i n . "  T h a t  d e s c r i b e s  my 
f i v e  day  s t a y  i n  t h e  h o s p i t a l  under  
t h e  s u p e r v i s i o n  of  D r .  Schwartz .  
They t o o k  s o  many blood.  samples  
t h a t  I t h i n k  I am qual i f i - ied f o r  a 
Red Cross p i n .  I was i n t r o d u c e d  t o  
p o s i t i v e  p r e s s u r e  v e n t i l q t i o n  u s i n g  
a n a s a l  mask which promp l y  b l i s -  
t e r e d  my nose.  However,Pthe g a i n  
was t remendous.  The f i r s t  n i g h t  I 
used  t h e  n a s a l  mask and  p o s i t i v e  
p r e s s u r e ,  I s l e p t  b e t t e r  t h a n  I had 
i n  y e a r s .  By t h e  end  o f  f i v e  days  
t h e  n a s a l  mask no l o n g e r  f e l t  a l i e n  
and I was s l e e p i n g  s o u n d l y  through 
t h e  e n t i r e  n i g h t .  

I now wake up i n  t h e  morning re- 
f r e s h e d  w i t h  p l e n t y  of s tamina  f o r ,  
t h e  e n t i r e  day .  The morning 
headaches  have r e c e d e d  and t h e  pe- 
r i o d s  o f  men ta l  f a t i g u e  have d i sap -  
p e a r e d .  

The change  h a s  been obv ious  t o  a l l  
t h o s e  a round m e .  F o r  t h e  f i r s t  
t ime  i n  a  l o n g  t i m e ,  I am en joy ing  
mysel f  bo th  a t  home and a t  work. 
Even t h e  b lood p r e s s u r e  problems 
have d i s a p p e a r e d .  A£ ter- e v a l u a t i n g  
t h e  s i t u a t i o n ,  D r .  Schwar tz  d iscon-  
t i n u e d  a l l  of  t h e  b l o o d  p r e s s u r e  
m e d i c i n e .  

Any p o l i o  s u r v i v o r  who r e q u i r e d  
v e n t i l a t o r y  s u p p o r t  i n  t h e  p a s t ,  o r  
whose c u r r e n t  v e n t i l a t i o n  sys tem is 
n o t  a l l o w i n g  sound s l e e p ,  should  
s e e k  t h e  a d v i c e  of a  knowledgeable 
m e d i c a l  s p e c i a l i s t .  I f  you a r e  not 
s u r e  who t h a t  might  b e ,  Gin i  L a u r i e  
a t  I n t e r n a t i o n a l  P o l i o  Network w i l l  
p r o v i d e  you w i t h  t h e  necessa ry  
i n £  o r m a t i o n .  

Reprinted from the Rehabilitation Gazette 
(Vol. 28, NO. 2 ) .  
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